	Additional table 1. Characteristics of informal caregivers

	Author, year 
	Location
	Design
	n
	Subgroup
	Age 

Mean±SD
	Female (%)
	Relationship to ICU patient (%)
	Education 
(%)
	Employment 
(%)
	Ethnicity 
(%)
	Key inclusion ICU patient

	Ågård, 2014 
 ADDIN EN.CITE 
[1]

	Denmark
	Longitudinal observational descriptive
	18
	
	57 (30-73)a

	61.1%
	Partner 100%
	-
	Full-time 55.6%

Part-time 16.7%

Unemployed 5.6%

Retired 22.2%
	-
	ICU survivor

Age 25-70 year

intubated  > 96 h 

	Anderson, 2008 
 ADDIN EN.CITE 
[2]

	USA
	Prospective

longitudinal cohort 
	50
	
	54 (26-76)b

	84%
	Spouse 36%

Parent 26%

Child 12%

Sibling/niece/nephew 6%

Unknown 20%
	Attended college 34% 
	-
	White 84%

African American 16%


	ICU stay > 2 days



	Azoulay, 2005 
 ADDIN EN.CITE 
[3]

	France
	Longitudinal
	284
	
	51 (41-61)c

	67.6%
	Spouse 48.2%

Children 13.2%

Parents 23.9%

Other family 14.6%
	-
	Unemployed 28.3%
	Not of European descent 13%
	ICU stay > 2 days



	Bayen, 2013 
 ADDIN EN.CITE 
[4]

	France
	Prospective

inception

cohort
	66d
	
	50.3±13.1


	73%
	Parent 48%

Spouse 38%

Brother/sister 3%

Other family 8%

Other 3%
	-
	-
	-
	Age > 15 year, 

severe TBI (i.e. GCS < 8 before hospital admission)

	Cameron, 2006 
 ADDIN EN.CITE 
[5]

	Canada
	Cross-sectional
	47
	
	52.9±13.6
	68.1%
	Spouse 66.0%

Parent 23.4%

Other 6.4%
	≤ college 55.3%

≥ university 36.2%
	Working 40.4% 
Caregiver/Home-maker 36.2%

Other 21.3%
	-
	Age ≥ 16 years, 

ARDS survivors

	Cox, 2009 
 ADDIN EN.CITE 
[6]

	USA
	Semi-structured interviews
	24
	
	53 (38-64)c
	83%
	Spouse or partner 63%

Child 8%

Other family 25%

Friend 4%
	-
	-
	White 79%

African-American 17%

Native American 4%
	Required MV, 

diagnosed with ARDS

	Choi, 2011 
 ADDIN EN.CITE 
[7]

	USA
	Longitudinal
	69e
	
	< 30 year 23%

31-50 year 32%

51-70 year 46%

>70 year 13%

Unknown 6%
	52%


	Spouse 55%

Adult child 22%

Parent/guardian 9%

Sibling 6%

Other 9%
	-
	Employed 59%

Unemployed/
retired 36%

Unknown 4%
	White 91%

African- American 9%
	Age ≥ 18 years , 

MV > 7 consecutive days



	Choi, 2012 
 ADDIN EN.CITE 
[8]

	USA
	Longitudinal descriptive
	50
	
	52.3±11.8 


	74.0%
	Spouse 58.0%

Adult child 24.0%

Parent/sibling 17.9%
	Years of education 
14.5±3.3
	Employed 54.0%
	White 92.0%
	Age  ≥ 21 years,

MV ≥ 4 consecutive days

	De Miranda, 2011 
 ADDIN EN.CITE 
[9]

	France
	Prospective study
	102
	
	-
	-
	Spouse 53.9%
	-
	-
	-
	History of COPD, 

ICU stay > 24 hrs for COPD exacerbation

	Dithole, 2013 
 ADDIN EN.CITE 
[10]

	Botswana
	-
	28
	
	35.0 (26-54)c

	60.7%
	Spouse 100%
	None 14.3%

Primary 28.6%

HS 21.4%

Tertiary 35.7%
	Working/Student 71.4%

No formal employment 28.6%
	-
	Received MV


	Douglas, 2003 [11]
	USA
	Prospective longitudinal descriptive
	135
	
	54.1±15.3


	73.3%
	Spouse 43.7%

Son/daughter 30.4%

Sibling 8.9%

Other relative 8.1%

Other 8.9%
	-
	Full-time 54.8%

Part-time 8.1%

Retired  18.5%

Not working/

not retired 18.5%
	White 74.1%
	Age ≥ 18 year,

MV > 4 days



	Douglas, 2005 
 ADDIN EN.CITE 
[12]

	USA
	Prospective experimental 
	211
	Experimental 
	53.1±14.5


	73.9%
	Spouse 39.8%

Son/daughter 31.3%

Sibling 9.0%

Other relative 14.7%

Other 5.2%
	-
	Employed 53.5%

Retired 25.0%

Not employed 21.5%
	White 65.9%
	Age ≥ 18 year

MV > 72 hours



	
	
	
	79
	Control 
	52.6±17.7


	68.4%
	Spouse 46.8%

Son/daughter 34.2%

Sibling 12.7%

Other relative 5.1%

Other 1.3%
	-
	Employed 43.4%

Retired 27.6%

Not employed 28.9%
	White 63.3%
	

	Douglas, 2010 
 ADDIN EN.CITE 
[13]

	USA
	Prospective study
	252


	White 


	49.4±14.5


	78.0%
	Spouse 24.6%

Son/daughter 34.7%

Sibling 11.9%

Parent 27.1%

Other 1.7%
	< HS 6.1%

≥ HS < college 75.6%

 ≥ college 18.2%
	Employed 59.8%
	White 100%


	MV > 72 hours, 

GCS < 6 



	
	
	
	118
	Non-white 


	54.3±14.3


	67.0%
	Spouse 44.4%

Son/daughter 23.0%

Sibling 8.3%

Parent 18.7%

Other 5.6%
	< HS 8.4%

≥HS < college 65.9%

 ≥ college 24.7%
	Employed 58.7%
	African-American 82.2%

Hispanic 10.2%

Asian 4.2%

Other 3.4%
	

	Foster, 2003 
 ADDIN EN.CITE 
[14]

	Australia
	Descriptive and correlational
	71
	
	51.8±14.3


	71.8%
	Spouse 62.0%

Parent 11.3%

Adult child  23.9%

Other 2.8%
	-
	Full time 16.9%

Part time 8.5%

Casual 9.9%

Unpaid 38%

Unemployed 26.8%
	-
	ICU stay ≥ 5 days, admitted with a neurological condition  

	Garrouste-Orgeas, 2012 
 ADDIN EN.CITE 
[15]

	France
	Prospective

single-center study
	48
	Pre-diary 
	-
	-
	Spouses 27.0%

Grown children 33.3%

Siblings  18.7%

Parents 12.5%

Other family 2.0%

Friends 6.2%
	-
	-
	France 81.2%

Africa 10.4%

European  countries ≠ France 4.1%

Other 4.1%
	ICU stay ≥ 4 days

	
	
	
	49
	Diary


	-
	-
	Spouses 44.9%

Grown children 28.5%

Siblings  8.1%

Parents 8.1%

Other family 10.2%

Friends 0%
	-
	-
	France 83.6%

Africa 4.0%

European countries ≠ France 10.2%

Other 2.0%
	

	
	
	
	46
	Post-diary


	-
	-
	Spouses 39.1%

Grown children 15.2%

Siblings 15.2%

Parents 21.7%

Other family 8.7%

Friends 0%
	-
	-
	France 69.5%

Africa 17.3%

European countries ≠ France 2.1%

Other 10.8%
	

	Im, 2004 
 ADDIN EN.CITE 
[16]

	USA
	Prospective cohort
	115
	
	52.9±14.2


	76.5%
	Spouse 52.2%

Adult child 18.3%

Parent/guardian 19.1%

Friend 0.9%

Others 9.6%
	≤ HS 55.7%

> HS 44.3%
	Employed 28.6%

Homemaker 28.6%

Retired 21.7%

Other 20.8%
	White 90.4%

Black 8.7%

Other 0.9%
	Age ≥ 18 year

MV > 48 h 



	Jones, 2004 
 ADDIN EN.CITE 
[17]

	UK
	RCT
	58 
	Rehabilitation 
	62±17


	63%
	Spouse/partner 50.0%

Adult child 20.7%

Parent 17.2%

Sibling 6.9%

Grandchild/niece 5.2%
	-
	-
	British 100%
	ICU stay >48 h, emergency admission and had been ventilated.

	
	
	
	46
	Control 


	60±15.4


	55%
	Spouse/partner 54.3%

Adult child 17.4%

Parent 19.6%

Sibling 6.5%

Grandchild/niece 2.2%
	-
	-
	British 100%
	

	Jones, 2012 
 ADDIN EN.CITE 
[18]

	Sweden and UK
	RCT
	15
	Intervention 
	-
	73.3%


	Spouse/partner 56.7%

Child/child-in-law 26.7%

parent 10%

Siblings 6.7%
	-
	-
	-
	ICU stay ≥ 72 h and received MV ≥ 24 h

	
	
	
	15
	Control 
	-
	80.0%
	
	-
	-
	-
	

	Lemiale, 2010 
 ADDIN EN.CITE 
[19]

	France
	Longitudinal

Observational 
	284
	
	51 (41–61)c
	67.6%
	Spouse  48.2%
	-
	-
	-
	ICU stay of >48 h 

	McAdam, 2012 
 ADDIN EN.CITE 
[20]

	USA
	Longitudinal descriptive
	74 f
	-
	51.3±13.1
	58.1%
	Spouse/partner 43.2%

Adult child 33.8%

Parent 10.8%

Sibling 10.8%

Other 1.4%
	≥ college 71.6%
	-
	White 59.5%

Asian/Pacific Islander 20.3%

Hispanic 13.5%

Black 6.8%
	Age ≥ 18 year

ICU stay ≥ 72 h

received MV, and an APACHE II ≥ 20 in the first 24 hours 

	Myhren, 2004 
 ADDIN EN.CITE 
[21]

	Norway
	Prospective study
	50


	
	-


	32%
	Spouses/cohabitant  40%

Child 30%

Parents 14%

Siblings 6%

Other 10%
	-
	-
	-
	Age ≥ 18 year
ICU stay ≥ 6 days
Receiving MV

Trachea intubated or tracheotomy

	Rodríguez, 2005 
 ADDIN EN.CITE 
[22]

	Spain
	-
	57
	
	40.47g

	47.4%
	Parents 49.1%
	-
	-
	-
	Age ≥ 14 year

Survived ICU admission

	Rodríguez, 2005 [23]
	Spain
	-
	57
	
	40.47g

	47.4%
	Parents 49.1%

Husband/wife 19.3%

Brother/sister  17.5%

Son/daughter  8.8%

Others  5.3%
	Completed primary studies  54.4%
	-
	-
	head and brain trauma, poly-traumatized or traumatic quadri-plegics as an result of an unexpected accident

	Swoboda, 2002 
 ADDIN EN.CITE 
[24]

	USA
	-
	102 
	
	-
	52%
	Husband 22.7%

Wife 35.6%

Child 19.8%

Sibling 5%

Significant other 6%
	-
	Employed 74%
	-
	Admitted to a surgical ICU

ICU stay > 6 days 

	Van Pelt, 2007 
 ADDIN EN.CITE 
[25]

	USA
	Prospective

parallel cohort
	169
	
	54.6±14.7
	75.7%
	Spouse  52.7%

Other family 35.5%

Not family 11.8%
	≥ 12th grade  88.8%
	Employed 28.7%
	White 91.1%

Black 8.3%

Other 0.6%
	Age ≥ 18 year

Received MV ≥ 48 h

	Van Pelt, 2010 
 ADDIN EN.CITE 
[26]

	USA
	prospective, longitudinal observational
	48e
	
	52.8±12.8


	81.2%
	Spouse 47.9%

Other family 37.5%

Not family 14.6%
	≥ 12th grade 87.5%
	-
	White 91.7%

Black 8.3%
	Age ≥ 18 year

Received MV ≥ 48 h

Survived ≤ 12 months after initiation MV

	Wartella, 2009 
 ADDIN EN.CITE 
[27]

	USA
	-
	51
	
	43.7 (19-84)b

	66%
	-
	-
	-
	Caucasian 52%
African American

42%
	Diagnosed with TBI in the emergency department admitted to a neuroscience ICU

	Young, 2005 
 ADDIN EN.CITE 
[28]

	UK
	Single measure-ment point
	20


	
	53.30±13.94
	75%
	-
	-
	-
	-
	Age ≥ 18 year 
ICU stay ≥ 24




	a Median (range)
b Mean (range)
c Median (IQR)
d n baseline measured during (first) follow-up  period

e n informal caregivers who completed all follow-up points

f n baseline measured during ICU stay

g Mean

	TBI: Traumatic brain injury

ICU: Intensive care unit

COPD:  Chronic obstructive pulmonary disease

USA: United States of America

UK: United Kingdom

RCT:  Randomised controlled trial

	MV: Mechanical ventilation

GCS:  Glasgow Coma Scale

ARDS:  Acute respiratory distress syndrome

HS: High school

APACHE II:  Acute Physiology and Chronic Health Evaluation II
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